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Abstract

Objective: Assessment of the impact of thrombocytope-
nia symptoms on patients’ daily activities using vignettes.

Methods: Vignettes were used to collect information from
adult patients and children’s caregivers in order to assess
the impact of thrombocytopenia symptoms on patients’
daily activities. Each vignette consisting of two parts
aimed at collecting qualitative information about major
health problems related to thrombocytopenia symptoms
and at measuring the intensity of the symptoms’ impact
on daily activities in a quantitative way.

Descriptive part collected patients’ qualitative informa-
tion about symptoms influencing their daily functioning
or those bothering them the most. Quantitative part us-
ing Likert scale assessed the impact of specific symptoms
on patients’ lives.

Results: We collected 61 questionnaires from 31 women,
17 men, 13 children’s caregivers. Among men the biggest
impact on activities was observed in relation to petechiae
and easy bruising (both symptoms were declared as sig-
nificant by 29% of respondents). 68% women considered
skin and mucosa petechiae, 65% indicated easy bruising
and 52% bleeding from gums and nose as having signif-
icant impact on daily activities. 62% of parents or care-
givers believed that petechiae and mucosa had significant
impact on the performance of the children’s daily activ-
ities, same significance was referenced to easy bruising
(54%) and bleeding from gums and nose (42%).

Conclusions: Thrombocytopenia symptoms influence
patients’ daily activities and the most frequently men-
tioned symptoms influencing those across all groups
were petechiae and easy bruising. According to the calcu-
lated vignettes values the highest impact on daily activity
of the symptoms was indicated for children.

Introduction

As a continuation to our previous research which as-
sessed the potential usage of vignettes in relation to qual-
ity of life, we have designed a vignette to capture infor-
mation about the impact of thrombocytopenia symptoms
on patients’ lives'"”. The name of our vignette is TSIDAV
- Thrombocytopenia Symptoms and their Impact on pa-
tients Daily Activities assessment Vignette.

Thrombocytopenia is a rare disease, but its symptoms
can make both the patients’ and their care givers’ daily
life difficult. Immune thrombocytopenic purpura ( ITP)

is an autoagressive disease and is usually diagnosed in
children between 1st-7th year. In 80% of the cases it is
acute and the remission is observed after 2-4 months.
In 20% of the cases it becomes a chronic or recurrent
disease P!,

In case of life-threatening consequences such as bleed-
ing into the central nervous system (CNS), in children it
occurs rarely, only in 0.2% to 0.9% of ITP, but it worsens
the quality of life of the patients and is of great concern to
the parents and the physicians mainly due to the need of
repeated immunosuppressive treatment.

Among adults in Poland ITP incidence is estimated as
3.5: 100 000 The annual incidence of ITP in the adult
population is 2/100 000. The disease can occur at any age
and both in male and female population. In adults spon-
taneous remission of the disease is less likely. Most of the
cases are diagnosed at 20-50 years of age

The most characteristic symptoms of thrombocytopenia
are petechiae, purpura as well as skin and mucosa bleed-
ings. The most frequent bleedings are from the nose,
gums, urinary tract and from the genital tract in women.
Intracranial bleeding also happens and is treated as life
threatening complication'. Those symptoms can impact
the patients’ quality of life and with the specially designed
vignettes we aimed to collect data which will allow us to
qualify symptoms and have better understanding of such
influence.

Methods

The data were collected at Lublin hospital among hema-
tology clinic adult patients as well as children’s caregivers
in the period: from 1** March to 30" April 2016.

The inclusion criterion for the study was diagnosed
thrombocytopenia.

The study was a survey using the TSIDAV vignette and it
was carried out among patients and caregivers of patients
with thrombocytopenia regardless of the cause.

The investigator interviewed the patients or caregivers
before or after a visit to the doctor's office. In the course
of the conversation he filled out the researcher survey
which included the TSIDAV vignette.

The Ethics Committee approval was granted and all pa-
tients signed informed consent forms. The collected data
were anonymous. The vignettes were used to collect in-
formation from both adult female and male patients and
children’s parents or caregivers in order to assess the im-
pact of thrombocytopenia symptoms on the quality of
life of the patients.
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Each vignette consisting of two parts aimed at collecting
qualitative information about the major health problems
related to the thrombocytopenia symptoms in each stud-
ied group and to measure the intensity of the symptoms’
impact the quality of life in a quantitative way.

In the descriptive part of the vignette, the patients were
asked to provide qualitative information about the
symptoms which either affect most their daily activi-
ties or bothering them the most. The second part was
quantitative and was using the Likert scale to assess the
impact of specific symptoms on patients’ lives. The op-
tions to be chosen by respondents were as follows: signif-
icant impact, medium impact, indifferent, small impact,
no impact.

Results

In total we have collected 61 questionnaires, 31 were from
women, 17 from men and 13 from children’s caregivers.
The study involved 61 people (48 adults and 13 children’s
caregivers).

The group of adults consisted of 31 women and 17 men.
13 children’s caregivers filled the survey with the vignette
(of 8 girls and 5 boys).

The average age of adults was 50.8 years (median = 53
years; min = 23 years; max = 86 years). In women, the
average age was 47.74 years (median = 51 years; min. = 23
years; max = 85 years), while in men the average age was
56.47 years (median 59 years; min. = 23 years; max = 86
years). In the children group the mean age was 7.1 years
(median = 7 years, min = 3 years, max. 16 years). The
girls’ age ranged from 3 to 16 years (mean = 8.4 years;
median 7.5 years) and boys’ age was 3 to 8 years (mean =
4.5 years; median = 3.5 years).

The place of residence for 28 patients was a village, and a
city for 33. Among female patients 14 were living in the
countryside and 17 in the city. In case of male patients, 11
were living in the city and 6 in the countryside. Among
children, 8 lived in the countryside, and 5 in the city.

Among men 29% have declared a significant impact of
skin and mucosal petechiae on their daily activities
and in the opinion of 12 % of men there was no impact
at all (table 1).

Score Number of responses %
2 2 12%
1 3 18%
0 6 35%
-1 1 6%
-2 5 29%

Table 1.

Score Number of responses %
2 3 18%
1 3 18%
0 4 24%
-1 2 12%
-2 5 29%

Table 2.

29% men considered easy bruising as significant impact
on their daily activities, while 18% did not perceive it as
having any impact. (table 2)

Score Number of responses %
2 7 41%
1 3 18%
0 2 12%
-1 1 6%
-2 4 24%

Table 3.

In case of 41% of men there was no impact of gums and
nose bleeding on their daily activities, while in the opin-
ion of 24% it was significant (table 3).

When asked to provide detailed information on what
symptoms are those which most affected their daily ac-
tivities, 41% of men reported weakness, fatigue and lack
of strength.

47% of men expressed no concerns related to thrombocy-
topenia symptoms.

Within female group the analyzed results have shown
that 68% of women considered petechiae on their skin
and mucosa as having significant impact on their daily
activities and 65% declared as significant impact also
easy bruising (table 4, table 5).

Score Number of responses %
2 2 6%
1 1 3%
0 4 13%
-1 3 10%
-2 21 68%
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0 ber of response %

2 1 3%
1 2 6%
0 2 6%
-1 6 19%
-2 20 65%

In relations to bleeding from gums and nose, according
to 52% of women, the impact on daily activities was sig-
nificant. However 23% of them declared that there was no
impact at all. (table 6).

ore ber o onse %

2 7 23%
1 0 0%
0 1 3%
-1 7 23%
-2 16 52%

Table 6.

We also asked women about prolonged menstrual bleed-
ing. 45% stated no impact on their daily activities, while
35% declared a significant impact (table 7).

0 ber o 0 %

2 14 45%
1 1 3%
0 3 10%
-1 2 6%
-2 11 35%

In the second part of the vignette when we asked about
what symptoms are those which affected the daily activi-
ties most, 35% of women reported weakness.

Women expressed biggest concern about weakness and
bleedings (both abundant menstruation and the risk of
bleeding). In total 39% of women were concerned with it.
As far as children are concerned, we have asked their par-
ents or the caregivers to provide answers to our vignettes.
62% of parents believed that the petechiae on the child
skin and mucosa had a significant impact on the perfor-
mance of daily activities by their children (table 8).

0%
0%
15%
23%
62%
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54% of parents believed that the easy bruising had a sig-
nificant impact on the activities performed daily by a
child. According to 23% it was indifferent (table 9).

0 ber o PO %

2 0 0%
1 0 0%
0 3 23%
-1 3 23%
22 7 54%

2% of parents believed that bleeding from the gums or
nose had significant impact on the daily activities of the
child (table 10).

ore ber o onse %

2 1 8%
1 1 8%
0 3 25%
-1 2 17%
-2 5 42%

Table 10.

Having analyzed the second part of the vignette, regard-
ing the symptoms that most affect the daily activities of a
child we found that in parents’ and/or caregivers’ opinion
the most frequently mentioned ones were bruising and
weaknesses as those which make daily activities difficult
to their children. And the main concern was related to
bleedings.

Discussion

Our study aimed to analyze the impact of thrombocyto-
penia symptoms on daily activities of both adult patients
and children. In our research, to the question: “Please de-
scribe which of the symptoms associated with the disease
hinder activities of daily living, by limiting the activity?”
we obtained information that among women there was a
wide variation in terms of reported symptoms that influ-
ence their daily activities. 35% of them most commonly
reported weakness. It was also significant for men since
as many as 41% reported weakness, fatigue and lack of
strength as mostly affecting their daily routines. Care-
givers answered that their children frequently found
bruising and weakness hinder their daily activities and
only one respondent replied that nothing interrupted the
child’s activity.

As far as the question related to the symptoms that cause
concern women mainly mentioned weakness and bleed-
ing, abundant menstruation and the risk of bleeding.
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A total of 39% of women were concerned about it. 47%
of men did not have any particular concerns with symp-
toms of thrombocytopenia. Among children’s caregivers
the symptoms of particular concern were the current
bleedings or those which can occur in the future and they
mentioned different types of bleeding.

The second part of the vignettes was based on the Likert
scale. Respondents indicated the degree of difficulty in
performing daily activities due to the symptoms of the
disease. Likert scale included the following answers: a
significant impact, medium impact, indifferent, slight im-
pact and no impact.

Having analyzed the obtained results it was observed
that for 68% of women petechiae had a significant impact
on daily activities, while in the men group 35% of them
considered it neutral, 29% significant influence, and only
12% indicated no impact. 62% of caregivers / parents
thought that petechiae had a significant impact on the
performance of daily activities of their children. None of
the caregivers indicated that there was no impact or that
it was only slight.

For 65% of women easy bruising had a significant impact
on activities of daily living, 29% of men believed that
there was a significant impact of easy bruising to their
daily routines, and 18% of men believed that easy bruis-
ing had no impact on their daily activities. 54% of parents
believed that the easy bruising had a significant impact
on the daily activities performed by their children. Ac-
cording to 23% of caregivers it was indifferent, but no one
thought that the effect was only slight or that there was
no impact at all.

52% of women believed that bleeding from the gums or
nose had a significant impact on the activities performed
by them daily, while 23% believed that they had no in-
fluence. 41% of men believed that there was no impact of
bleeding from the gums or nose on their daily activities,
while 24% believed that the impact was significant. 42%
of parents believed that bleeding from the gums or nose
had a significant impact on the daily activities of their
children.

For 45% of women prolonged menstruation did not im-
pact the performance of daily activities, but 35% declared
that is had a significant impact.

According to literature data on Health-Related Quality of
Life (HRQoL) of children with chronic ITP remain rare.
However researchers in China have assessed QoL in chil-
dren with chronic immune thrombocytopenia and they
confirmed that ITP affects HRQoL of both children and
parents. Parents were much more concerned with the dis-
ease than their children P,

In relation to newly diagnosed thrombocytopenia
patients in Netherlands researchers analyzed 107 chil-
dren aged 6 months-16 years using the Pediatric Quality
of Life Inventory™ and Kids' ITP Tools questionnaires at
diagnosis and during standardized follow-up comparing
results with healthy children. In children who recovered
significantly higher health-related quality of life scores
than in children with persistent immune thrombocyto-
penia were obtained'® .

Other research focused on the impact of therapy on
the reported HRQoL in children with primary immune
thrombocytopenia using the Kids ITP tool. The observa-
tion was that treatment of ITP did not improve, and could
worsen, the HRQoL of children with ITP".

Among adult patients with persistent primary ITP there
was a HRQoL study performed using as the primary QOL
outcome measure the Medical Outcomes Study 36-Item
Short-Form Health Survey (SF-36). The questionnaire
consisted of 36 items covering following domains:phys-
ical functioning, role limitations due to physical health,
bodily pain, general health perceptions, vitality, social
functioning, role limitations due to emotional problems,
and mental health. The authors concluded that persistent
primary ITP patients were those who were experiencing
the most important limitations in both physical and men-
tal HRQOL domains in comparison to the general popu-
lation™.

An interesting research was performed in China where
authors used the KIT with children diagnosed with ITP
and their parents to assess HRQoL among children and
also the QoL of the parents. The study included 43 chil-
dren with newly diagnosed ITP and their parents. The
children’s version of the KIT consisted of 26 items divid-
ed into 5 domains: treatment side effects, intervention-re-
lated, disease-related, activity-related, and family-related
concerns. The KIT used to assess parents QoL consisted
of 26 items divided into 6 domains: diagnosis-related,
monitoring-related, child’s restricted activity-related,
daily life-related, disease outcome, and emotional im-
pact. The authors, similarly to our research , used the
Likert scale. It was a 6 points scale, from 1 (not at all) to 6
(a great deal) and the high score represented a high con-
cern level. Parent KIT scores were significantly higher
than the child KIT scores, and it suggested that QoL of
parents was significantly lower than children’s.

Among the children KIT, the highest mean score was
noted in the “intervention-related” and “activity related
while among the parents the highest score was noted in
the “emotional impact "and “disease outcome”. The old-
er the children were, they cared for more and were more
worried about the disease. Interestingly, the parents’
scores were no different in different age groups. That was
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interpreted by researchers that whatever the children are
old or young, Chinese parents worried about ITP disease
in the same degree®..

In the published literature we have not found a similar
vignette to our TSIDAV assessing the QoL of patients
with thrombocytopenia in relation to specific symptoms
caused by the disease.

Conclusions

Thrombocytopenia symptoms influenced patients’ daily
activities both in adults and children. The most frequent-
ly mentioned symptoms influencing daily activities in all
groups was petechiae and easy bruising. According to the
calculated vignettes values the highest impact on daily
activity of the symptoms were declared for children as
declared by parents or caregivers.

References

1. 1. Szkultecka-Debek M, Drozd M, Bem M. et al. Is
the vignette method used to assess quality of life in
practice? Curr. Iss. Pharm. Med. Sci. 2015 vol. 28 nr 1
s. 8-12

2. Szkultecka-Debek M, Drozd M, Bem M, et al.
Assessment of thrombocytopenia symptoms using
vignettes.  Preliminary report on the development
and implementation of a new  instrument. JHPOR,
vol 2. 2015, Available from:http://www.jhpor.com/
index/artykul/pokaz/assessment_of_thrombocyto-
penia_symptoms__using_vignettes_preliminary_re-
port_on_the_development_and_implementation_
of a_new_instrument

3. 3. Stefaniak MJ. Stosowanie rituximabu- chimery-
cznego przeciwciala  monoklinalnego anty- CD20,
wleczeniu  trombocytopenii i anemii hemoli-
tycznej na podtozu immunologicznym u  dzieci.
Klinika Hematologii i Onkologii Dzieci¢cej w Lub-
linie. Opracowanie  niepublikowane

4. Burgdorf WHC, Plewig G, Wolft HH, et al.
Braun Falco Dermatologia, red. =~ Naukowa W.
Glinski, tomII, 963-966

5. Zhang H, Wang L, Quan M et al. Health-related
quality of life in children with  chronic immune
thrombocytopenia in China. Health Qual Life Out-
comes. 2016 ~ Mar 15;14:45. Available from: http://
www.ncbi.nlm.nih.gov/pubmed/26979950

6. Heitink-Pollé KM]J, Haverman L. et al. Health-re-
lated  quality of life in children with newly diag-
nosed immune thrombocytopenia. Haematologica.

2014, Sep; 99(9):  1525-1531; Available from: http://
www.ncbi.nlm.nih.gov/pubmed/?term=Annink%20
KV%5Bauth%5D

7. Grainger JD, Young NL, Blanchette VS, et

al. Quality of life  in immune thrombocy-

topenia following treatment. Arch Dis Child.

2013  Nov;98(11):895-7. doi: 10.1136/archdis-
child-2013-303784.; Available from:http://www.ncbi.
nlm.nih.gov/pubmed/23956257

8. Efficace F, Fazi P, Santoro C, et al. Health-Re-
lated Quality of  Life in Patients with Primary
Immune Thrombocytopenia (pITP):  Investigating
Differences Amongst Newly Diagnosed, Persistent
and Chronic  Pitp Patients; Blood 2015, 126:2122;
Available from: http://www.bloodjournal.org/con-
tent/126/23/21222sso-checked=true

9. Min Z, Xiao-jing L., Hui-ying S, et al. Analysis of
the Quality of Life in Children and ~ Their Parents
with Immune Thrombocytopenia in China; Blood
2014, 124:5017; http://www.bloodjournal.org/con-
tent/124/21/5017



